Conclusions. This review highlights the decision-making and knowledge generating processes used by people with MND. Further research is required to explore these processes and their implications for the care of people with MND.
particular, are especially critical stages as they represent important changes in the life of the patients and the people around them. These stages are reflected in healthcare by diagnosis and palliative care and satisfaction levels with provided services are not always high (20, 23) . On the other hand specialist multidisciplinary clinics are generally seen in a positive way, perhaps due to the specialised knowledge professionals have. However, attending these clinics can be tiring and sometimes intimidating due to the involvement of many professionals at the same time (24).
Through these experiences, people with MND develop their own understanding of how MND affects them and what services they require (25) . In her exploration of experiences of care in MND, Brown (26) concluded that people with MND and service professionals operate from different standpoints, based on the value structure they adopt as being valid. The scientific standpoint adopted by professionals leads them to a focus on functional assessments, adaptations, equipment or other changes that will render a functional outcome. People living with MND however focus on what it means to live with MND; what kind of life it is, and how they can live a good life with it. They come from a hermeneutic standpoint that values lived experience and how people make sense of it. This standpoint is reflected in the second analytical theme.
Not having control over the disease but trying to have control over one's life MND can represent an existential shock (26). Questions about how one should live one's life, what choices to take and how to set priorities are part of the process of . Experiences of living with motor neurone disease; A review of qualitative research. Disability and Rehabilitation 35(21), pp. 1765 -1773 . http://informahealthcare.com/doi/abs/10.3109/09638288.2012 adapting to living with MND (27). People talk about and make sense of their life with MND in different ways (28, 29) . Sometimes, and for some people, life appears as being over (29) . Living life to the full and enjoying what is available, or modifying one's priorities, can also be part of some people's life, as is an overwhelming sense of difficulties to come, which disrupt plans, priorities and wishes. These difficulties can fracture life (28). In Brott, Hocking and Paddy's (30) study the main disruptions participants were experiencing were related to their activities and the social roles these were associated with; as their body became increasingly paralysed people found it hard to engage in meaningful activities and maintain valued social roles.
People come to accept that they have limited or no control over the disease but they try to have control over their life (18, 31) . The image that people had of themselves, the idea of who they are and who they want to be is changed as a result of MND.
People living with MND modify their notion of a desired self, i.e. how they want to live their life and who they want to be. They engage in a continuous process of adapting to ongoing change. As King, Duke and O'Connor's (31) study highlighted, people living with MND take decisions that will enable them to keep on living and maintain a sense of self and well-being in the face of constant change and loss of physical abilities.
People with MND are faced with a body they cannot control, one they cannot rely on; a body they cannot trust (28, 29) . Their abilities change all the time and things that were possible one day may not be possible the next. With changing abilities comes a moving threshold from acceptable to not acceptable levels of dependence; from loss of independence with toileting, to use of percutaneous endoscopic gastrostomy (PEG), use of non invasive positive pressure ventilation (NIPPV), loss of speech, to total loss of communication. People with MND are afraid of losing those functions . Experiences of living with motor neurone disease; A review of qualitative research. Disability and Rehabilitation 35(21), pp. 1765-1773. http://informahealthcare.com/doi/abs/10.3109/09638288.2012.753118 Table 1 Reviewed articles, in order of publication date Table 2 Overview of descriptive and analytical themes Example of data analysis process, from codes to one descriptive theme . Experiences of living with motor neurone disease; A review of qualitative research. Disability and Rehabilitation 35 (21) try to make sense of (repair). . Experiences of living with motor neurone disease; A review of qualitative research. Disability and Rehabilitation 35(21), pp. 1765 -1773 . http://informahealthcare.com/doi/abs/10.3109/09638288.2012 King et 
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